Background Although surgical treatment is recommended for morbid obesity where other interventions have failed, there is evidence that access to NHS surgery is heavily rationed. This study aimed to investigate how patients experienced accessing referrals for obesity surgery.
Introduction
Morbid obesity is a major public health problem. It is usually defined as having a body mass index (BMI) !40 kg/m 2 or !35 kg/m 2 in the presence of significant co-morbidity and is subclassified as obesity levels II and III, respectively. 1, 2 Morbid obesity is associated with a host of physical and psychiatric co-morbidities, including cardiovascular disease, diabetes, stroke, infertility, depression and several cancers. 3 -5 Although increased susceptibility to these diseases is associated with any level of obesity (BMI !30 kg/m 2 ), these risks increase substantially as weight goes up, and the mortality rate for those with morbid obesity is approximately double that for the non-obese population. 6 In addition, living with morbid obesity is associated with significant psychological distress and the experience of social stigma. 7 -11 The National Institute of Health and Clinical Excellence (NICE) recommends that primary care clinicians consider lifestyle interventions for morbid obesity, including referral to structured programmes of community support, prescription of Orlistat where appropriate, and referral for weight reduction surgery where other interventions have failed. 1, 2 In addition, for patients with a BMI ! 50, NICE recommends that weight reduction surgery is considered as a first-line treatment. 1 Weight loss surgery is increasingly regarded as the most effective treatment for morbid obesity, and numerous studies have demonstrated its superiority over medical therapy alone in terms of achieving both weight loss and diabetes remission. 3, 9, 12, 13 Nevertheless, it is well acknowledged that NHS resources fail to meet demand when it comes to weight reduction surgery and reports in both the academic and popular press confirm the existence of widespread rationing in this area. 14, 15 Despite ongoing press reports about the increased NHS Amanda Owen-Smith, Research Fellow Jenny Donovan, Professor of Social Medicine Joanna Coast, Professor of Health Economics expenditure on obesity, it is of note that only 9336 weight loss operations were undertaken on the NHS in England and Wales in 2012/13, which compares modestly to an estimated population prevalence rate for morbid obesity of 2 -3%, equivalent to 1.5 million adults. 16, 17 In this study, we undertook a qualitative investigation of how patients who had been referred for obesity surgery had negotiated their care pathway and how they experienced the prioritization processes they encountered once referred to secondary care. A detailed account of rationing techniques within secondary care consultations has been published elsewhere and this paper focuses on experiences of accessing treatment for morbid obesity in primary care. 18 
Methods
Patients were recruited from a weight management clinic at a general hospital in the South West of England. All referrals to the weight management clinic were made by primary care clinicians.
Recruitment took place in 2012 -13. Patients were sampled purposively from anonymized clinic lists to give a reasonable mix of age, sex and BMI. Invitations to participate were sent out by letter or email, and responses were made directly to the research team. Only patients who were new referrals to clinic were invited to take part. Sampling and data analysis took an iterative approach, and sampling was considered complete once theoretical saturation had been achieved. 19 Data collection was undertaken using in-depth interviews, which were all conducted by AOS. Where possible, patients who agreed to take part were interviewed prior to their first consultation at clinic and then following their first and subsequent appointments. This was to ensure that both initial expectations and subsequent experiences could be accessed. A qualitative approach was taken to interviews, and participants were encouraged to raise issues of importance to them. To ensure some consistency between interviews, a broad topic guide was used, which covered areas including initial development of obesity, experiences at primary care, expectations of treatment in secondary care and reflections on treatment received. All interviews were audio recorded and transcribed. Patients were followed up for a period of 3 years, and interviews took place at approximately six monthly intervals for the first 2 years and annually thereafter.
Analysis took an inductive, constant comparative approach, broadly in line with the principles of grounded theory. 19 All transcripts were read and re-read, and recurring themes were identified and coded across all interviews by AOS. A subset of interviews was independently coded by J.C. and J.D., and any differences in interpretation were discussed. Initial descriptive codes were then organized into hierarchies, and relationships between codes in different parts of the hierarchy were identified, meaning that a more explanatory analysis could be undertaken. Negative cases (where an informant's views or experiences were particularly different to that of the majority of participants) were pursued with particular interest. Ethical approval for the study was granted by the Research Ethics Committee for Wales in May 2011 (11/WA/0020).
This article focuses on experiences of accessing treatment for morbid obesity in primary care. It therefore reports mainly on data collected in initial interviews with patients where they were particularly encouraged to explain the background to their weight difficulties and their experiences of negotiating a referral to secondary care.
Clinicians at the weight management clinic who decided which patients should be prioritized for surgical care were also invited to participate in-depth interviews. These interviews provided necessary background information to interpret patients' experiences and enabled patient recruitment to be undertaken in line with the requirements of the ethics committee, but are not reported on in depth in this paper.
Results
Twenty-two patients and 11 clinicians were recruited to the research, and in total 78 interviews were undertaken. Clinician informants included nine consultants and three allied medical professionals who worked within the weight management service and were involved in prioritizing patients for care. Of the 22 patients, 7 were male, ages ranged from 23 to 60 and the majority were in full-or part-time employment (Table 1) . All patients had a BMI in the morbidly obese category (four had a BMI . 50), and all but one (P10) described their ethnic group as White British. Patients were followed from before their first consultation in secondary care up to 36 months after referral. As not all patients stayed engaged throughout the course of the research, some did not complete the full complement of interviews (Table 1) .
It was necessary to interview clinicians to understand the prioritization frameworks in place. However, as noted above, this paper reports mainly on data gathered in initial patient interviews (n ¼ 22) where individuals were reflecting on their experiences prior to gaining access to secondary care.
Experiences prior to help seeking
All patients reported a long history of overweight and obesity, which in six cases spanned .30 years. All reported a great deal of suffering related to their weight, which included both physical and psychiatric co-morbidities. The most common co-morbidities reported included joint pain/mobility difficulties (19 informants), depression (11 informants), breathlessness (10 informants) and diabetes (nine informants) ( Table 2 ). In addition, most patients experienced a great deal of anxiety about their current and future health states, and were particularly concerned about the impact of their weight on their future mobility and independence.
I don't want to be one of these people who have ended up in a wheel chair with knackered veins and knackered joints and type two diabetes. (P8, male) All patients said they had tried many interventions to lose weight prior to seeking medical care, including numerous diet and exercise programmes (all informants), private weight loss classes (18 informants), and complementary and alternative medicine (CAM) (6 informants). CAM interventions most commonly consisted of hypnotherapy, but also included homeopathy and herbal remedies provided in the private sector. Nearly all patients said they had succeeded in losing substantial amounts of weight at one time or another. However, weight was usually re-gained rapidly, resulting in even more excess weight over time and, for some, a fear of trying new weight loss interventions.
I lose weight quite quickly, but as soon as I lose it I would just gain that weight back and put more on top . . . so I'm quite scared to go on diets. (P10, female)
Experiences in primary care
All patients experienced barriers to consulting their GPs about their weight. In general, these barriers were higher where patients did not have an established relationship with an individual GP, or where they had reported experiencing stigmatized attitudes from clinicians. Even where consistent relationships did exist, GPs were not always considered helpful particularly if they failed to recognize the distress associated with living with morbid obesity or did not take into account the repeated attempts that patients had made to lose weight prior to consulting. I was at my wit's end, and I went to see one doctor, and said 'I really need help' . . . she said 'well you need to exercise more' . . . and that was it. (P2, male)
In addition, many patients were frustrated if their GPs continually offered lifestyle interventions that they had already tried unsuccessfully multiple times before. Where patients had been referred to community dieticians, these were generally perceived to be unhelpful. Age group (at baseline) Most informants said they had been offered alternative interventions, such as the prescription of Orlistat to inhibit fat absorption (16 informants), vouchers for private sector slimming groups (three informants) and/or the provision of 'exercise on prescription' (two informants). According to NICE guidelines, exhausting all interventions at primary care is a prerequisite for referral for secondary care. However, participants encountered a number of barriers to using these interventions successfully, including an inability to manage drug regimens around their frequently erratic eating habits and feeling excluded from standard weight loss interventions by either their gender (for men) or their extreme weight difficulties (both sexes). Additionally, most participants found it difficult to manage health and lifestyle interventions around co-morbidities and described themselves as constrained by a 'vicious circle' of overweight and inactivity.
-
[ I] tried Orlistat . . . it did work for me, but again it was my ability to stick with it. . . . If I'd been a little bit naughty . . . I'd think, 'well, I wasn't good yesterday so I'll cheat today and I'll go back on it tomorrow', and then before you know it a week's gone past and you've never gone back on it.
(P14, female)
In addition, some informants were frustrated by the weight loss targets attached to some interventions and felt these should be applied more flexibly, particularly where people had very limited mobility and therefore could not lose weight at the expected rate.
Negotiating referrals to secondary care
Existing doctor-patient relationships were also important when it came to approaching clinicians about making a referral to secondary care. Some GPs were simply deemed 'not approachable', and patients often prepared themselves for several weeks or months prior to approaching their clinician.
There's two [GPs] I wouldn't even entertain the idea of talking about my weight to because they're arrogant men who would just say, 'Go to the gym. Stop eating pies'. (P13, female)
Only five patients reported that GPs proactively suggested a referral for weight reduction surgery, despite all having a BMI in the morbidly obese range and having consulted multiple times about their weight and/or co-morbidities. Where this suggestion was made, it was positively received by patients, all of whom had previously considered the idea of surgery themselves and were relieved that they did not have to raise the issue themselves.
I was expecting to have to do battle [to gain a referral]. (P12, female)
The widespread silence on the topic of obesity surgery was variously interpreted by patients as a lack of knowledge, a desire not to offend, a preference for focussing on co morbidities, a tacit expression of disapproval, or, in a handful of cases, as implicit rationing (see Box 1-interpreting the silence). I had to do all the digging, I had to do all the researching . . . I've thought about it for the last year before I actually thought sod it, I'm going to ask [about surgery]. (P6, female)
Five informants said their GPs had prepared them for the prospect of rationing once they had been referred to secondary care, which normally consisted of a warning that they could face a lengthy wait for surgical treatment. However, patients said they were generally unprepared for the further referral barriers they encountered in secondary care, and many were surprised and distressed to discover that (once referred) there were a number of lifestyle targets they were expected to achieve prior to being considered eligible for treatment. Few patients were aware of formal national or regional guidelines for accessing obesity surgery, and none raised these spontaneously in interviews.
Patient reflections
Of those patients who stayed engaged throughout the 3-year course of the research, only six eventually received surgical treatment on the NHS and waiting times varied substantially.
It took two years -just short of two years and it is just hoop-jumping, box ticking, you know. (P6, female).
Whatever their treatment outcome, it was common for patients to reflect on the role of their GPs in their care pathway, and there was consensus across the board that it would have been useful for them to have received more input prior to their weight problems becoming unmanageable.
I shouldn't have been allowed to get into the position of heart failure. I should have had my eyes opened a lot earlier
[about] what would happen if I continued to gain weight . . . not allowing you to become massively obese and then trying to cure it. (P3, male)
In addition, many patients felt that more psychological input would have been advantageous at all stages of care delivery (including primary care), and several commented that specialist counselling services should have been made available to them in a similar way to their ( perceived) availability to individuals with restricting/purging eating disorders. These patients experienced a multitude of difficulties in both living with morbid obesity and accessing appropriate treatment for their condition. Most experienced multiple comorbidities and half had been diagnosed with a psychiatric illness. Despite this, few reported positive relationships with their GPs and many had had poor experiences of interactions with primary care clinicians. Patients emphasized that they only sought medical treatment for their weight as a last resort, but did not think this was understood by clinicians, whose initial response was usually to suggest simple lifestyle modifications. Where other interventions were available, patients did not feel adequately supported to use them successfully and were frustrated when strict weight loss targets meant that services were truncated before they had begun to show any effect. When it came to gaining a referral to secondary care, most patients had had to raise this issue themselves and some interpreted this as evidence of implicit rationing.
What is already known on this topic?
These findings are consistent with results reported in other studies showing that GPs find it difficult to discuss obesity with their patients and prefer to wait for them to raise the issue of their weight themselves. 20, 21 Nevertheless, all the patients in our study said it would have been helpful to have had their eating and weight difficulties addressed at an earlier stage. The reported experience of stigma by health professionals is also a concern, particularly for a condition that is already socially stigmatized. 7, 8, 10, 22 The lack of psychological support available to patients in this study reflects a consistent pattern across bariatric services, with an independent report published in 2012 finding that less than a third of patients were offered counselling prior to referral for surgery. 23 This is of particular concern in the light of the commonality of psychiatric co-morbidities in this area and is a key area for service development.
What this study adds?
Our findings offer some explanatory background to earlier studies showing that primary care interventions may be less helpful than surgical interventions for patients with a BMI in the morbidly obese category. 3, 24 This challenges primary care clinicians to develop interventions that are both accessible in the context of societal weight-related stigma and focussed both on facilitating weight loss and preventing weight regain. In addition, the findings contribute to the argument for integrated systems of care when it comes to obesity, including the need for clinicians to work beyond traditional divisions between primary and secondary care, and physical and psychiatric services, and to provide timely and appropriate referral for surgical assessment. 2, 25 The rarity with which GPs mention weight reduction surgery to patients also needs to be addressed, and further training may be necessary to ensure clinicians have sufficient knowledge and confidence to discuss these treatment options with patients. The view expressed by some patients in this study that GPs fail to mention treatments as a form of implicit healthcare rationing resonates with the results of other qualitative research in this area and is worthy of further investigation. 26 -28 Limitations of this study This study benefitted from an in-depth longitudinal approach, whereby repeated contacts were made with participants enabling them to reflect on their experiences at length and build considerable rapport with the researcher, increasing the likelihood of honest and complete responses. 29 It was limited by its conduct in one location and with patients who had achieved referral to secondary care, but the experiences of primary care were consistent. This study relied on the accounts of doctors and patients, and a future study would benefit from the integration of observational techniques so that the content of clinical interactions could be directly observed and analysed. In addition, a future study would benefit from direct interviews with GPs to enquire about the barriers they face to referring eligible patients for obesity surgery. The relatively high attrition rate (Table 1) is also of note and may have affected the conclusions drawn relating to patients' experiences of their entire treatment journey. These findings contribute to calls for training to increase the confidence and knowledge of GPs when it comes to tackling the issue of obesity with patients and illuminates that improvements are needed across the care pathway, including acknowledgement of patients' previous weight loss attempts, improved information for patients about surgery, and clearer co-ordination of primary and secondary care around surgical referral. 19 
